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Thank you for agreeing to participate in this study.

These questions relate to your participation in one of the CCLG Pharmacology
Group studies.

There are no right or wrong answers, If you do not understand a question,
please ask for help. Please tick all boxes that apply.

For most questions there will be space to write your own comments, please feel
free to be as critical or positive as you wish.

lam: The patient ] The parent ]
The pharmacology study | / my child took part in was;

{please enter)

e.g. PK 2008 03

1. Were you happy with the information you were given before you consented to
the study? Yes ] Mo O

Comment:

2. Did you think that the parent / patient information sheet was?

Too long? Il The right length? (]
Too short? ]
Comment:

3. Did you think that the parent / patient information sheet was?
Too complicated? []  Understandable? ]
Too simple? ]

Comment:




4. How well did you understand the purpose of the study?

Fully ] Limited understanding []
Well enough [ ] No understanding L]
Cormment:
5. Why did you decide to take part in the study?
| felt Ifwe had 1o ]
| felt that my/my child's treatment would be affected if | didn't take
part
| felt like | was/we were doing something really important []
| wanted to help the doctors because they helped me/my child []
Any other reasans?
6. On the study day;
| was happy to come in for an extra visit ] NA ]
| felt that having to come for an extra visit was a chore L]
Comment:
7. Did you feel that the length of time the study took was;
Fartoo long [ ] Long but bearable  [] OK O
Comment:

8. Did you feel the number of blood samples taken for the study was;,
Too many [] Not a concern for me []

Comment:




9. The positive aspects of taking part in the study were;
| felt that | /my child got lots of attention ]
I/my child got all of myftheir medicines on time (]

| felt that thers was always someone around to talk too/ask questions i

Other reasons:;

10. The negative aspects of taking part in the study were;
Having to spend all day in hospital
Having to have extra blood samples taken

Reading / filling in additional forms

0o o

Other reasons:

11. I would/l would allow my child to take part in a pharmacclogy study again;
Yes ] MNo ]

12. Did you feel you were approached about taking part in the study;
At the right time

Too long before the study took place

It could have been earlier

O OO

Thank you for completing this questionnaire.

Please hand it back to your research nurse before you leave
today







A study to investigate the experiences of families
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StudyID:  /

(Centre abbreviation/study number)

To be filled in by the research nurse only




These questions are about when you took part in one of the
CCLG Pharmacology Group studies.

There are no right or wrong answers. If you do not understand a
guestion, please ask for help.

Please tick all boxes that you agree with. There is also a space
under some of the questions to write any extra information you
think might help us.

| am years old.

The pharmacology study | took part in was;

(please ask your parents or your research nurse if you don’t know)

1. Were you happy with the information you were given before you
decided to take part in the study?

Yes ] No ]

2. What did you think about how long the patient information
sheet was?

It was too long ] It was the right length ]
It was too short ]

3. How much could you understand from the patient information
sheet that you were given?

| could understand it [_] It was too complicated ]

It was too simple ]




4. How well did you feel you understood what the study was about?

| understood it [1 I understood most of it ]

Only a little bit [[] |didn't understand it at all

]

5. Why did you want to take part in the study?
| felt | had to
| felt that | wouldn't get my medicine if | didn't take part

| felt like | was doing something really important

00 O

| wanted to help the doctors because they helped me

Any other reason?

6. On the study day;
| didn’t mind having to go to the hospital to take part in
the study
| was not happy to go to the hospital to take part in the
study

| was already in hospital

7. Did you think that the study day was;
Far too long ] Toolong [] OK [

8. Did you feel the number of blood samples taken was;
Too many ] OK ]




9. The best reasons for taking part in the study were;
| felt that | got lots of attention

| got all of my medicines on time

U 00

There was always someone to talk to/ask questions

Any other reasons?

10. The parts of the study | didn't like were;

Having to spend all day in hospital

U O

Having to have extra blood samples taken

Any others?

11. I would take part in a pharmacology study again;

Yes ] No ]

Thank you for completing this questionnaire.

Please hand it back to your research nurse before
you leave today




